Introduction
Although men and women are equally affected by epilepsy, 1 in the last decade there has been a much more time and effort expended in ''women's issues'' such that no international meeting is now complete without at least one session on ''women and epilepsy''. This bias is reflected in publications. A medline search of publications in the last 10 years using the terms ''women and epilepsy'' and ''men and epilepsy'' revealed 15,540 and 11,694, respectively, and in the last 10 years there have been over 1000 publications on the topic of pregnancy and epilepsy. In contrast there appear to be no publications exploring men with epilepsy's (MWE) attitudes to fatherhood and only a few small studies of the effects of anti-epileptic drugs specifically on male fertility, 2, 3 although male sexual function unrelated to fertility has been frequently studied. 4, 5 This inequality extends to patient information leaflets. Only one of the major UK charities for people with epilepsy publishes a leaflet specifically for men, whilst another despite producing two for women has nothing for men. Seizure (2007) 16, [384] [385] [386] [387] [388] [389] [390] [391] [392] [393] [394] [395] [396] www.elsevier.com/locate/yseiz KEYWORDS Epilepsy; Men with epilepsy Summary The incidence of epilepsy is the same in men and women yet more time and energy has been expended on ''women's issues'' in recent times. In 2004, Epilepsy Action (The British Epilepsy Association) conducted a nationwide survey of men with epilepsy (MWE), who had contacted their helpline in the previous year. The men were comfortable discussing their epilepsy and confident in asking for information. They felt keenly the lack of driving privileges and the type of work available to them. A majority felt the condition adversely affected their self-esteem and quality of life. Most men expressed satisfaction with the quality of care and information they got from their general practitioners and their neurologist. # 2007 British Epilepsy Association. Published by Elsevier Ltd. All rights reserved.
One reason for this inequality may be the fact that men appear to be reluctant to seek medical help. In the United Kingdom, woman are more likely to visit their general practitioner (GP) than men even when visits for family planning advice or with sick children are taken into account. 6 This disparity has been explained in terms of boys and men being socialised to be stoical about distress whether physical or emotional. 7 Other studies, however, have failed to find a difference in reporting of symptoms between men and women. 8 Some authors feel that as much of what goes on the a GP's surgery such as well women clinics, baby clinics and family planning clinics are aimed at women. Men are reluctant to intrude upon such female territory, especially as most practice nurses are woman as are an increasing number of GPs. 9 This apparent disinclination on the part of men to use medical services has in recent years attracted the attention of both politicians and public health specialists concerned by the disparity in rates of coronary heart disease, suicide, alcohol misuse, and life expectancy between the sexes. 
Methods
In 2004, 1200 questionnaires were distributed to a random sample of men who had contacted the Epilepsy Action (British Epilepsy Society) helpline in the previous year about their epilepsy. The sample was designed to reflect the geographic spread of the UK population. Details of the survey and invitations to participate were made available in Epilepsy Action's membership magazine, on the Epilepsy Action website and on the Men's Health Forum and Male Health websites.
The questionnaire was a structured one containing pre-coded questions but with one open question inviting respondents to give a more individual and detailed response, and was developed by Epilepsy Action in consultation with the Men's Health Forum. The forms were designed and analysed using SNAP software (SNAP Survey and Questionnaire Software Bristol England). The questionnaire was sent out with a covering letter describing the aims of the research, giving a contact number for enquiries and emphasising participant anonymity. Respondents were also asked to write about their experiences as men with epilepsy in a free test box.
Results

Demographic data
Of the 1200 questionnaires sent out, 391 were returned of which 373 (31%) could be analysed.
The majority of the men were in the 46-50 age range (Fig. 1) . Fifty-four percent of the men were either married or cohabiting (Fig. 2) . Ninety-three percent of respondents said they were White, 2.8% described themselves as Asian, 1.3% as Black and the remainder declined to state their ethnic origin. Eighty-eight percent described themselves as ''straight'', 4% as gay, 2% as bisexual and 6% preferred not to say. The majority were in full time employment (Table 1) .
Men with epilepsy--The lost tribe? 385 Eighteen percent of men surveyed considered themselves very knowledgeable about their epilepsy, 57% thought themselves fairly knowledgeable with 25% feeling they were not knowledgeable about epilepsy. Twelve percent of the men were members of an epilepsy support group and 28% said they had personal friends with epilepsy. Another 6.5% said they were in contact with people with epilepsy via the Internet. But 42% said that they were not in touch with anyone else with epilepsy but would like to be and 22% said they would prefer not to know other people with the condition.
Living with epilepsy
The men considered a number of circumstances were likely to provoke seizures: stress (73.7% of all respondents), missed medication (62.1%) lack of sleep (57.5%) and alcohol (46.8%). The most likely seizure precipitants, 20% said they thought recreational drugs were a causative factor. Twenty-seven percent were seizure free ( Table 2 ). The vast majority of men were taking anti-epileptic drugs (AEDs) ( Table 2) .
The commonest cause of dissatisfaction was the effect epilepsy had on the mens' driving status with over 60% saying this affected their life ''a lot'' ( Table 3 ). The next cause of concern to the men was the kind paid work they could do followed by the ability to work in paid employment. Fourth in the top five effects was on memory. The men, however, felt strongly that they did not let epilepsy get in the way of life, and that they found it fairly easy to be open about their condition (Table 4) . A majority expressed the fear that their children might inherit their epilepsy (Table 4) . Interestingly, despite the literature, the majority of men did not think epilepsy had an adverse effect on their sex life (Table 3) . Of equal interest was the fact that the majority of men did not think their epilepsy interfered with their ability to be a good parent or their relationship with their partner (Table 3) . On the other hand 24 and 37%, respectively, said the question about relationship with partner or fatherhood was not applicable implying, as with the 386 G. Sare et al. demographic data that a significant proportion of these men were alone.
Experiences and opinions of health care provision
Most men considered their GP as their main medical carer and the majority saw either their GP or consultant at least twice a year for their epilepsy (Table 5) . When asked to list the three most frequently used sources of information about AEDs and their side effects an equal number of men put patient leaflets and their GP in first place with epilepsy nurse specialists at the bottom of the list (Table 6 ). Most men felt they had enough time to discuss their epilepsy with their GP or consultant and felt comfortable when doing so (Table 7) . A clear majority said they would turn to their GP first if they had any concerns or queries about their epilepsy (Table 8) . When men were asked to give their top three preferences for where they would like to access information and advice about epilepsy GPs again came out top with perhaps surprisingly the Internet as third choice (Table 8) .
Of the 373 men whose replies were included in this study 114 recorded their feelings and experiences of epilepsy. Only 7 of this 114 (6%) made any mention of medical or professional services. Only one of them was positive, three were negative (Box 1).
Discussion
The response rate to this survey was low (31%). Studies suggest that approximately 50% of questionnaires on health related matters are returned after the first mailshot. 10 So a degree of caution has to be exercised in the interpretation of these data. Despite that, the ethnic mix of the respondents matches that of the population at large.
11
As with previous studies of the effects of epilepsy on social function these men were less likely to be in employment despite the fact that a quarter of them were seizure free and almost half have only occasional seizures. 12, 13 The office of National Statistics measured a rate of employment of men of 74.2% in 2002 this compares with 36.6% in full time employment and 5.2% in part-time employment and is significantly different from the UK population at large.
14 This is reflected in the responses to questions about epilepsy and its treatment. Along with driving; employment, including the type of jobs available were major concerns for the men. Equally in keeping with other studies 13 is the finding that the MWE reported stress as the commonest seizure precipitant, followed by missed medication. Interestingly 20% reported recreational drugs as a cause of seizures. A large study in Denmark 15 also found emotional stress was the most commonly cited cause of seizures, and every day experience in epilepsy clinics confirms this observation.
Reproduction if not sex has been a pre-occupation for practitioners interested in womens' issues in epilepsy. It is interesting to see that over half of the men in this survey expressed concerns about their children inheriting their epilepsy, and over one quarter expressed anxieties about the effects of AEDs on their unborn children. These men may have a fairly fruitless search in the current climate for easily accessible information on these topics, unlike their female counterparts. Publications on men and epilepsy tend to concentrate on sex rather than reproduction and fatherhood. Diminished sexual interest is said to be commoner in people with epilepsy. This is hardly surprising given that depression 16 and anxiety are frequent accompaniments of epilepsy 17 to say nothing of the neurobiological effects of temporal lobe epilepsy on basic appetitive mechanisms, and the possible effects of ''Waiting time to see a consultant is 12 months. Last time I was admitted to hospital the doc told me I might be dead before seeing a consultant''. ''I just hope the medication I take for my epilepsy isn't making me more tired and is not stopping me from having children because I do have sex quite often with my partner. I cannot explain many things with my GP, a lot of the time he doesn't look like he's listening''. ''Education amongst both the medical profession and the general public is sadly lacking, leaving much room for improvement''. ''I find the support and information given from my GP inadequate''. ''I seem to get the feeling that I should pick myself up dust down and carry on as though nothing has changed, when a huge part of hopes and aspirations suddenly vanish. Who should I turn to? The professionals so far seem too busy to chat''.
drugs. 5 Approximately 15% of men said they felt strongly that epilepsy had affected their sex drive. As there was no further breakdown of sexual interest by age it is difficult to put this in context, but the majority of respondents were in the age group of 36-50 years. One study of sexual dysfunction in the USA found 11% of respondents in the 40-49 age group reported erectile dysfunction and 15% reported a lack of sexual interest. 18 Over 50% reported they felt epilepsy had no effect on their sexual drive. Sixteen percent of men said the question was not applicable suggesting that they were not in relationship and 37% of men said that the question about parenthood was not applicable. In the absence of a control group, it is difficult to draw too many firm conclusions about the extent of sexual dysfunction and the questions are too general to differentiate between disorders of sexual desire as opposed to erectile dysfunction.
Perhaps the most interesting results in this survey come from the mens' experiences and wishes in respect of epilepsy services in the NHS. The majority of men considered their main medical carer to be their GP (primary care physician) ( Table 3 ) and saw him/her at least twice a year (Table 3 ), most felt they had enough time with their consultant or GP and only a minority reported feeling uncomfortable at the thought of discussing their epilepsy with their doctor (Table 5) . Of the 114 men who wrote comments about what living with epilepsy was like only 7 mentioned medical services and only 3 were specifically critical (Box 1).
Some of the changes in the NHS in recent years have been in response to a perceived lack of trained consultants in the UK and the pressure exerted by government on hospitals to meet stringent waiting list targets. This has led to the introduction of general practitioners with a special interest (GPwSI) and specialist nurses in the belief that they would greatly shorten the time between the patient being referred to a consultant and their being seen. Whether these innovations will prove beneficial is unclear. To date one study of GPwSI services suggests they are more expensive than consultant provided services. 19 There is no empirical data to support the cost effectiveness of specialist nurses. It is of interest that of the 114 men who wrote in the free text area only one mentioned the wait to be seen by a consultant neurologist, suggesting that waiting to see an expert may be deemed worthwhile by MWE.
One of the most interesting aspects of this survey was how men found out about their epilepsy. Overall 84% said that if they had a specific question about their epilepsy they would prefer to find out for themselves. This chimes with studies of men's use of health services with some studies showing their preference for an indirect approach to their health care in that they preferred to ask relatives, friends or use other sources of information. 20 It may also reflect what they see as their masculine role. One study showed men did not consider visiting their doctor for advice fitted with their views on the male behaviour and some asserted that they had to be ill before visiting their GP. 21 Another study showed men were often reluctant to seek help for fear of being seen as foolish or weak. 22 When asked to specify just what sources they used to find out about their AEDs and drug side effects over 40% of respondents said patient information leaflets and their GP with 30% saying their consultant or the Internet (Table 6 ). Only 12% used epilepsy nurses. Interestingly when the men were asked who they would turn to if they had a concern or query about their epilepsy their responses changed slightly with epilepsy nurses coming in third after their GP and consultant (Table 7 ). This might be explained by the men considering information about drugs and their unwanted effects as qualitatively different from a ''concern'' which might reflect a more complex or intimate question not addressed by leaflets and Internet sites.
Against this, however, is the finding that a majority of men said they preferred to access information about their epilepsy from their GP (Table 8 ). This may in part be due to familiarity with their GP who in the UK may have suspected or made the diagnosis of epilepsy, arranged specialist review and then supervised AED treatment. And the men surveyed have a chronic condition, unlike the healthy men who have participated in studies of male attitudes to medical services. Unfortunately the survey did not ask the men to detail what they asked their GP/consultant about as this would have shed further light on how these men use services. Studies have shown a reluctance for men to seek help for feelings of sadness and isolation in relation to life changing illness. 23 It would have been interesting to know if these men asked their GP or consultant purely ''technical'' questions about their epilepsy or whether they wanted their medical carer to exercise a more pastoral role.
One particularly interesting finding was the clear preference of 34% of the respondents to use the Internet or special telephone helplines to access information about epilepsy (Table 8 ). This supports the thesis that at least some men are unwilling to ask for advice face to face and prefer the somewhat impersonal Internet. It may also be a way in which these men can feel some control over their condition as they can access the Internet or helpline at a time of their choosing and assimilate information at their pace. It also raises questions about how information and services are made available to MWE. As not every epilepsy clinic has an epilepsy nurse it is likely that some of the respondents had not come in contact with one. This may then explain why specialist nurses did not rank as high in the men's order of preference, Equally interesting was how few men said they would use NHS Direct or pharmacists as a source of information despite government initiatives to encourage the use of these resources (Table 8) .
Despite the many changes in the NHS, the inception of a nurse led triage and information service in NHS Direct, and the development of extended roles for non medically qualified personnel, it appears that this sample of MWE remained very traditional in their preferences to deal with a GP or consultant, and in the main seemed happy with the service they got.
MWE have been relatively neglected in recent years and a re-examination of the services we offer 50% of the population with epilepsy is timely. Although men are as heterogeneous in their preferences and lifestyle as women they may differ in the way they wish to have access to information and medical care. This presents challenges both for those voluntary organisations who offer services to people with epilepsy and to the NHS. Perhaps a start could be made by redressing the imbalance between the number of available leaflets for women with epilepsy as opposed to those specifically for men. As this study suggests men use these leaflets, and have a preference for accessing information by this means.
